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Listening to young people with autism: learning from researcher 
experiences 
Scott-Barrett, J., Cebula, K., & Florian, L. 
School of Education, University of Edinburgh 
 
 
 
Abstract: This study explores the opportunities and dilemmas that have been 
encountered by researchers seeking the views of young people with autism. 
Twelve researchers were interviewed about their experiences in this field. 
Through exploration of the complex methodological and ethical issues that they 
encountered, this study aims to better understand how researchers can improve 
the way they listen to, and engage with, the views of children and young people 
with autism.  This article discusses four themes that emerged from the interviews: 
power dynamics; building rapport; communication; and meaningful processes 
and outputs.  
Keywords: autism; young people; children; research methods; ethics.  
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Introduction 
The autism spectrum 
It is estimated that the prevalence of autism spectrum conditions in the UK child population is 
at least 1 in a 100 (Baird et al. 2006; Russell, Rodgers, Ukoumunne, & Ford 2014). Autistic 
people may engage in social life from a different perspective, and often experience context-
determined difficulties and barriers in the spheres of: communication, social interaction, 
sensory processing, and patterns of behaviour and interests (Milton 2012b).  Mental health 
conditions, medical complications (such as epilepsy), and intellectual disabilities, can, and 
frequently do, co-occur with autism (Blackmon et al. 2016; Levy, Mandell, & Schultz 2009; 
Muskens, Velders, & Staal 2017). The term, ‘children with autism’i reflects  a diverse and 
heterogeneous conceptual grouping (each young person will develop their own strengths and 
be faced by their own challenges), however, a diagnosis of autism is often associated with 
particular barriers emerging when a child interacts with their social and physical environment; 
Ellis (2016), Preece and Jordan (2010), and Beresford, Tozer, Rabiee and Sloper (2004), argue 
that these barriers relating to communication and interaction affect the engagement of children 
with autism in research that seeks their views, and they emphasise the need for researchers to 
identify better ways to meaningfully engage with children with autism and their perspectives.   
Children with autism and view-seeking research    
The engagement of children with autism in view-seeking research lags behind that of their non-
autistic peers (Ellis 2016), both in terms of how many children with autism are having their 
views listened to, and how meaningful the research is for both the researcher and the participant 
(Harrington, Foster, Rodger, & Ashburner 2014). Taking part in research is not only a child’s 
right (UNCRC 1989), but it can also identify areas for service improvement, develop practices 
that are informed by a wide variety of perspectives, and may help inform and advance policy 
(Makin, Hill, & Pellicano 2017; Woolner, Hall, Wall, & Dennison 2007). Researchers, 
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practitioners and policy-makers stand at a disadvantage by not having access to, or listening to, 
the views of children with autism in research; what we can learn from the views of children 
with autism is important, valuable and not to be over-looked (Beresford et al. 2004; Harrington 
et al. 2014; Moyse & Porter 2015). 
Giving voice and meaningful encounters 
Concerns have been raised more broadly at research that claims to ‘give voice to children’ 
(Hammersley 2017). Three issues are particularly important: the failure to grasp the diversity 
among young voices (Tisdall & Punch 2012); the extent to which children’s contribution is 
affected by cultural pressures and the influence of adults (Khoja-Moolji 2016); and the 
privilege that ‘voice’ places on spoken or written communications, which can have an 
exclusionary effect on those who communicate differently (Tisdall 2012). Researchers need to 
develop research projects that are meaningful to young people: projects that explore topics that 
are valuable and relevant to young people’s lives, and which clearly communicate the purpose 
and value of young people’s participation (Conn 2015; Loyd 2015; Pellicano, Dinsmore & 
Charman 2014). Central to such projects is the relationship between researcher and participant. 
Parsons (2015) examines decision-making, autonomy and engagement within research 
relationships with young people, and argues for the need to explore how ‘meaningful 
relationships can be initiated and maintained, and how researchers can build trust and respect 
in order to communicate effectively with young people about research’ (59). This is of 
particular importance in studies involving children with autism. 
The research field concerned with seeking the views of young people with autism is fast 
growing but still in its relative infancy: older, ground-breaking research (e.g. Beresford et al. 
2004; Preece 2002) as well as more recent work (e.g. Danker, Strnadová & Cumming 2017; 
Ellis 2016) have made important contributions to our understanding of how to engage children 
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with autism in research: for example researchers have suggested using visual stories to help the 
young people understand and prepare themselves for the research process (Beresford et al. 
2004; Harrington et al. 2014), focussing the conversation on concrete experiences (Beresford 
et al. 2004; Preece & Jordan 2010), and using craft-making activities or photographs as a 
creative focus to engage the young people practically in the session (Beresford et al. 2004; 
Danker et al. 2017; Ellis 2016;  Loyd 2015;  Shepherd 2015). However, what remains unclear 
is a more detailed picture of which approaches, methods and techniques may help support 
meaningful research interactions with younger people and children with autism, and how 
researchers can ethically and respectfully respond to the dilemmas and opportunities that occur 
in their research. The present study therefore explored the following research questions: 
1) What are the opportunities or dilemmas that have arisen when researchers listen to the 
views of young people with autism? 
2) What are the techniques or approaches that help researchers elicit views in ways that 
aim to be meaningful for both the researcher and the young person? 
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Understanding researcher experiences in this field 
In order to explore the methodological and ethical issues that have been encountered by 
researchers seeking the views of children with autism, interviews were undertaken with twelve 
researchers, who have experience and expertise in engaging with the verbal and non-verbal 
communications of young people and children with autism. The study responds to Beresford’s 
et al. (2004) call to share details of research processes and decisions, as these are often omitted 
or overlooked in research publications (see also Preece and Jordan 2010). This argument 
underpinned the decision to interview researchers alongside a review of their published studies. 
As a study design, this approach offers an opportunity for what Bryman and Cassel (2006) 
describe as ‘cultivated reflexivity’, when interview discussions enable a researcher to ‘lay bare 
such things as the decision-making process and rationales for some of the choices made’ (46). 
The researchers were asked to discuss how they identified and addressed methodological and 
ethical challenges that arose in their research and to discuss approaches that they found useful 
in promoting meaningful interactions. 
Very few interview studies have sought to tap the rich experience of researchers who work 
with children (though see Wiles, Charles, Crow, & Heath 2006; Nind, Wiles, Bengry-Howell, 
& Crow 2013), and none, to our knowledge, have focused specifically on researchers who work 
with children with autism. In this study, the interview offered the opportunity for researchers 
to articulate methodological and ethical reflections that they may not have included in their 
publications, or which have evolved through their professional research experiences.  
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The Study 
 Ethics 
Ethical approval was sought from the authors’ Institute Ethics Committee, and the British 
Educational Research Association guidelines (BERA 2011) were consulted and followed 
throughout the study.  A researcher interviewing a researcher may produce rich and detailed 
discussions, but these need to be negotiated sensitively: Wiles et al. (2006) argue ‘the issue of 
identifying researchers’ private rather than public accounts of research practice is one that is 
particularly difficult and presents a range of ethical challenges’ (289). Researching researchers 
involves ethical procedures that are distinct  and complex due to the double layers of ethics and 
reflexivity at play: not only is there a responsibility to negotiate issues over confidentiality and 
anonymity with the researchers, who have a heightened awareness of these ethical concerns 
(James 2016; Wiles et al. 2006 2007); but there is also a responsibility to consider the 
researchers’ own participants, and how the researchers’ private accounts of their research 
projects may, if not approached with care, endanger the anonymity and confidentiality of those 
with whom they have previously worked. Participants allowing themselves to be identified 
may, however, allow for greater knowledge transfer and a greater clarity in the messages 
communicated (Tilley & Woodthorpe 2011), though clearly this can only be considered if it 
does not compromise ethical responsibilities towards the researchers’ own participants.  It was 
important to address these concerns throughout the research. Each researcher in the current 
study had the opportunity to choose whether they wished to remain anonymous or whether they 
were happy to be identified with their discussions. This was discussed with them prior to their 
participation, with the discussion revisited immediately after the interview and once they had 
had an opportunity to review a draft of this article.  Participants who consented to being 
identified are named in Table 1, alongside those who have participated on an anonymous basis. 
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Participants  
Twelve UK-based researchers with experience of seeking the views of children and young 
people with autism participated in the study (Table 1). The work of Wiles and colleagues on 
researching researchers (Wiles et al. 2006, 2012; Nind et al. 2013) was particularly helpful 
when considering appropriate sample size, and in describing effective techniques to identify 
and recruit researchers as participants. In order to identify researchers who had experience and 
expertise in this field, three strategies were adopted: academic journals were consulted which 
had a focus relating to this topic1; keyword searches were conducted of academic databases 
(DiscoverEd and iDiscover); and reviews were conducted of research emanating from major 
autism research centres in the UK.  Initially, sixteen researchers were identified, of whom five 
were approached at an international autism conference (Autism Europe 2016), and a further 
eleven were invited via email. The researchers were sent an information document about the 
project and were invited to ask further questions, and in total twelve participants consented to 
take part. Table 1 summarises the list of the participating researchers alongside their key 
publications that were particularly relevant to the interview discussions in the present study. 
The publications provide an overview of the researcher’s focus and expertise, but also provide 
an indication of their length of involvement in this field. The list includes mainly non-autistic, 
but also a number of autistic researchers.  
-Table 1 here- 
                                                          
1 Autism, British Journal of Learning Disabilities, Children & Society, Disability and Society, Educational & Child 
Psychology, European Journal of Special Needs Education, International Journal of Qualitative Methods, International 
Journal of Research and Method in Education, International Journal of Social Research Methodology: Theory & Practice, 
Qualitative Research. 
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Procedure  
A single semi-structured interview was conducted with each researcher (lasting between 30 
and 90 minutes), either face-to-face (n=1), over Skype (n=10), or over email (n=1), according 
to each researcher’s geographical placement and convenience. The researchers reflected on 
their rationale behind how they designed and conducted their research, and on how they 
responded to any challenges that arose during the research process. The interviews were 
recorded and transcribed by the first author, with care taken to attend to any details that raised 
ethical concern, or that might identify those who wished to remain anonymous.  
Analysis was conducted following the iterative framework outlined in Srivastava and 
Hopwood (2009), with three questions revisited iteratively in order to identify key themes in 
the data: ‘Q1: What are the data telling me?... Q2: What is it I want to know?... Q3: What is 
the dialectical relationship between what the data are telling me and what I want to know?...’ 
(Srivastava & Hopwood 2009, 78). By engaging with this cycle of iterative questioning, a 
researcher can develop a means to engage in ‘continuous meaning-making and progressive 
focusing’ (Ibid. 76). The first of these questions: ‘Q1: What are the data telling me?...’, 
encouraged close listening to the recordings, and deep and immersive reading of the transcripts, 
to identify themes which appeared prominent within each interview, and across the twelve 
interviews.  The second question: ‘Q2: What is it I want to know?...’ encouraged an iterative 
revisiting of the two research questions, in order to identify and explore the dilemmas, 
opportunities, techniques and approaches that the interviewees talked about.  The final 
question: ‘Q3: What is the dialectical relationship between what the data are telling me and 
what I want to know?...’, encouraged self-critical reflection on the analysis, and encouraged 
scrutiny of the rigor with which we recognised and noted emergent themes; it also facilitated a 
further level of analysis where the data were repetitively revisited to find evidence that either 
challenged, or contributed to our understanding each of theme.  This article discusses four over-
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arching themes that emerged from this process: power dynamics; building rapport; 
communication; and meaningful processes and outputs. These themes highlight issues and 
discussions that cut across the two research questions: the following sections speak to both 
questions by discussing the dilemmas and opportunities that the interviewees discussed in 
relation to each theme (RQ1), and by exploring the techniques and approaches that the 
interviewees adopted in response to these challenges and opportunities (RQ2).  
1. Power dynamics 
Concerns over power differentials in research with children have been acknowledged in the 
literature (e.g. Einarsdóttir 2007; Punch 2002). However, there is a lack of detailed exploration 
of how researchers prepare for and respond to power differentials, and how this power dynamic 
may manifest specifically with respect to the interaction between a researcher and a young 
person with autism. In this section, discussions around issues of power differentials both during 
processes of consent and during the research encounter are explored, alongside consideration 
of how the researchers sought to address these concerns. All the researchers discussed issues 
relating to power differentials illustrating a complexity in this theme not previously articulated, 
as one interviewee put it:  ‘I think if you have a problem with power dynamics; you are going 
to have a problem with your data collection, that's my feeling about it now’. (Interview 4, 
Conn) 
Power issues relating to the process of consent  
Researchers described how the adult-child power dynamics could affect the participants’ 
understanding of whether or not they had to take part in a research activity: 
Even though we explained to them ‘We're not here, we're not working for the school, 
and you can tell us everything’. They kind of said ‘An adult tells us something and we 
feel like we have to do it’. Even if we remind them that they can stop whenever they 
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want, they normally don't get that reminder at school, they are told to do something 
and they have to do it. (Interview 2, Kenny)  
Concerns over power differentials affecting consent processes are well attested in the literature 
(Cameron & Murphey 2007, Heath, Charles, Crow & Wiles 2007; Phelan & Kinsella 2013), 
especially if the research is conducted in the school context (David, Edwards & Aldred 2001). 
Explaining to the young people what taking part in research might entail, that they do not have 
to take part, and that they can stop at any time, is an important underpinning of the ethical 
process. Researchers emphasised that they needed to articulate clearly that it was the young 
person themselves who made these decisions: 
 I think it’s just making sure that the children know that they are in control, and it’s not 
mum or dad, and it's not me, and is not the teacher who is in control, but they [the 
child] are actually in full control over whether they take part or not. (Interview 11, 
Anonymous) 
Interviewee 2 emphasised the value of having a visual way for the children to be able to control 
whether the research encounter continued, paused or stopped and he used green, yellow and 
red traffic light cards that the child could just point to, or pick up, without having to say 
anything or explain themselves. This is not only helpful for those who may not habitually use 
language to communicate, but also those who may struggle to articulate that they feel 
uncomfortable in some way, and would like the research process to pause or stop.  
The discussions with these researchers about power dynamics and consent raised similar issues 
to the concerns raised in Heath, Charles, Crow and Wiles (2007), particularly in terms of 
reconciling understandings of children’s perceived ‘vulnerabilities’, with their capabilities and 
rights to participate. Heath et al. (2007) interviewed 28 researchers who had experience of 
working with children and young people and note that practical solutions (such as offering 
young people alternative non-research activities and respecting their right to stay silent) ‘might 
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equally be considered too little, too late’ (414). In contrast, what was striking about the 
discussions with the researcher-participants in this study, was how early they began their 
preparations for addressing these concerns over power differentials, and the distinct way that 
they developed these approaches, sometimes involving children in the earliest stages, to 
challenge researcher assumptions about how consent should be sought:  
 We spent a bit of time saying what it is we are interested in…and we went through the 
method step by step. What do you think?  And it was them2 actually that said, ‘I would 
never read that info sheet, it's not meaningful to me’. And we explained to them, ‘Well we 
need to get people to agree to all these things’, and they were like, ‘Well I could put my 
name to it, but I won't have read it all. So is that better than you getting me to agree to 
something that I have definitely read all of?’. And we were all going, that's an excellent 
point, and we need to take that on board. (Interview 2, Kenny)  
 
In response to this dilemma of making the information both accessible and meaningful, 
researchers came up with different strategies to communicate information about research to the 
children. The researchers reflected on the dearth of methodological guidance relating to 
navigating these concerns with young people with autism, but also commented that they 
consulted with practitioners (Interviews 1,2,7,11) or directly with panels of young people 
(Interviews 2, 7), and drew on their own previous experiences of interacting with young people 
with autism (all interviews). These reflections and consultations enabled the researchers to 
develop a range of approaches to address the power differentials, and to find ways to ensure 
that their participants had the power to provide or withhold truly informed consent by tailoring 
their approach to the particular group of individuals involved. Loyd discussed such an 
approach:   
                                                          
2 This researcher was discussing a conversation he had with a reference panel of young people with a variety of long term 
conditions (including autism) and disabilities who were consulted about the resources and methods being used in data 
collection of a large-scale research project.  
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What I found very interesting, and it hit me actually in my pilot study, was some pupils 
found it easier to understand, to give their consent in context rather than outside of 
context. (Interview 1, Loyd) 
Loyd responded to the dilemmas she faced by looking carefully at how the young people she 
was working with were communicating, and developed an information booklet using words, 
pictures and symbols (see Loyd 2012, Appendix 1). This booklet was then used by different 
people (teachers, parents, researcher), in different contexts (home, classroom, drama class) and 
in both an individual and group setting (Loyd 2012). This offered multiple opportunities for 
the young people to ‘communicate their decision to different people at different times and in 
different contexts (Loyd 2012, 137). This not only recognises the diverse power differentials 
that exist between different adults and children (Morrow & Richards 1996; Kirk 2007; Tisdall  
& Punch 2012; Tisdall 2012), but also the complications of seeking consent in educational 
settings (David, Edwards & Aldred 2001). Furthermore, Loyd noted that these adults knew 
these young people well and were familiar with the way they communicated, so were better 
able to gauge whether the young person was consenting (Loyd 2012). This theme of familiarity 
with the young people, and getting to know the way they communicate, plays a key role in 
addressing power differentials and becomes an important thread throughout the researchers’ 
discussions; ‘familiarity’ is further discussed and developed in the following themes of Rapport 
and Communication.   
Power dynamics during the research encounter  
One participant noted that in her research, the usual explanation of ‘This is what to expect, this 
is who I am, this is what I am doing’ (Interview 6, Ellis), was not what her participants wanted, 
her participants were more interested in the practical detail of how they could interact with her 
during the research:  
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How they were reacting to me was an adult in the setting and I guess they just wanted 
to know how often I would be there…practical things like ‘Will you help me if I need 
help’ yes, and, ‘When will you be around’, and that was it.… they just want to know the 
specifics of there and then. (Interview 6, Ellis) 
This was interesting because although this researcher had prepared an information booklet 
(Ellis 2011, 311) that she hoped might address some of the concerns the children might have, 
and explain what participation might entail, she discovered this sheet was actually not what 
they were interested in. Instead, the young people were asking her direct questions about how 
they were allowed to interact with her (in that time and place), and how she would interact with 
them. Research guidelines suggest that informed consent information should help participants 
understand ‘the process in which they are to be engaged, including why their participation is 
necessary, how it will be used and how and to whom it will be reported’ (BERA 2012, Article 
11, 5). However, practical questions like ‘Can adults in the room help you with the activities?’ 
are often over looked by informed consent processes. It highlights a concern that researchers 
(although perhaps unconsciously assumed to be in a position of power and expertise), may not 
be in the best position to judge what the young people need and want to know about research. 
This highlights the value of consulting with children and young people from the very earliest 
stages of the research; Parsons, Sherwood, and Abbott (2016) have argued ‘This is an area 
where children and young people have significant expertise to contribute. The co-creation of 
methods and materials for supporting informed consent practices in social research with 
children and young people would provide fresh perspectives on an old problem’ (141).  
 
Two researchers noted particularly helpful ways to support participants in understanding the 
possible interaction between researcher and participant: Lewis (Interview 10) recommended 
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developing opportunities to help the participants understand that they could challenge the 
researcher and that it was ok to say ‘no’ to them: 
It can be useful at any age to have some deliberately incorrect leading questions 
to emphasise that a no response is fine (e.g. ‘Today is Sunday, yes?’).  
(Interview 10, Lewis).  
 
Beresford (Interview 7) explained an approach where she rehearsed a research interaction in 
front of the young people, to visibly challenge any preconceived power concerns the young 
people may feel about speaking their views and letting any adults in the room answer for them. 
The researchers role-played this interaction with the teaching assistant in front of the focus 
group of young people, so that the teaching assistant could remind the young people she was 
there to support and facilitate, but not to answer for the young people: 
No, **researcher name** and **researcher name** are here to hear what you think. 
(Interview 7, Beresford) 
Einarsdóttir (2007) notes that some children are not familiar with adults being interested in 
their views and opinions, and highlights the importance of adults addressing rather than 
perpetuating this belief.  The researchers emphasised the importance of repeatedly and clearly 
articulating to the young people that it was their voices and perspectives that were sought and 
valued. How they communicated the value of the young people’s views is explored in the third 
and fourth themes in this article (communication, and meaningful processes and outputs).  
Diverse manifestations of power differentials 
In the discussions above, researchers have reflected on the power differentials they have 
encountered when working with children and young people with autism, and have discussed 
how they prepared for and responded to these manifestations of power dynamics. However, 
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one researcher made an interesting point that was distinct (but not contradictory) to the other 
researchers’ experiences:  
When actually I meet a child with no additional need, there will be a very definite power 
dynamic there, in that they see you as a teacher a lot of the time. I found that less so 
with young people on the autistic spectrum. And that might be because they feel that 
the social boundaries aren't there in the same way as they are. I met some children who 
I found to be incredibly trusting from the outset, which I found quite worrying 
sometimes because some children are willing to talk to me on a level that perhaps you 
wouldn't expect. And perhaps to talk in depth and detail about things without any sort 
of barriers in the way. (Interview 11, Anonymous) 
This experience was discussed with the 12th researcher (Stewart) and she reflected that this 
may relate to the possibility that some autistic individuals do not interact in a way that is so 
highly influenced by social hierarchies. The 11th researcher (Anonymous) added that the young 
people ‘speak to you quite often as a peer’ resulting in unexpectedly frank and honest 
interactions. Whilst this might lead to important views held by the children being shared openly 
with the researcher, she did also highlight the vulnerability that may come with that openness 
to discuss personal information with adults they are meeting for the first time.  In relation to 
the issue of vulnerability, this researcher (Interview 11) talked about how this unexpected 
openness has sometimes resulted in disclosures from the young people:  
That's happened on several occasions now, over the last decade, that you have to be 
prepared for that disclosure now. And perhaps that's a way that you as a researcher 
can serve an additional helpful purpose. I think it is actually quite enabling for some 
young children, it gives them a way of using an intermediary, if you like, a friendly 
intermediary, who is not going to judge them, but who might be able to help them do 
something they have not been able to do themselves. It is not a central part of the role 
as an interviewer, but I think it's an important part, if you interview children for long 
enough, it is going to happen. And it has happened almost exclusively with children on 
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the autistic spectrum rather than other groups I have worked with. (Interview 11, 
Anonymous) 
Stalker and McArthur (2012) highlight that little research has been conducted into disclosure 
handling and safeguarding of young people with life-long conditions or disabilities. Whilst this 
issue was raised by only one researcher, this example is included in this article to encourage 
more open discussions about better practice at handling disclosures. However, this theme is not 
one that is frequently, or easily, discussed with real life examples in the literature (due to the 
sensitivity of this concern and the responsibility of confidentiality to participants). This 
example emphasises the need for researchers to prepare themselves for the possibility of 
unexpectedly frank conversations, and to prepare strategies to handle the ethical consequences 
of this different dynamic. Here the work of Fry, Lannen, Vanderminden, Cameron, and Casey 
(2017) that looks at child protection in relation to children with disabilities and life-long 
conditions, may be particularly valuable: it explores examples of handling disclosures from 
children who may communicate non-verbally or through sign language (cf. Taylor et al. 2015). 
As illustrated in the discussions above, the researchers’ detailed reflections about their practice 
extended to an epistemological and methodological level (questioning the nature of knowledge 
and the privileging of some voices over others), and they examined how their methodological 
decisions influenced knowledge production. They openly and critically articulated their 
processes of reflexive thinking that occurred before, during, and after their research, and 
explored the multiple discourses and dilemmas they experienced. Rather than simply 
identifying and problematising the issue of power differentials, the researchers actively sought 
ways to address and diminish this.  In two particular cases (Interview 1 and 7), the researchers 
reflected that the manifestations of power dynamics, and the challenges which may be 
encountered relating to power, could be addressed, in part, by investing time and energy into 
getting to know the young people, and through these interactions building up a rapport with the 
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young people.  This theme of rapport ran throughout the twelve interviews, and was key to 
understanding the respectful way that the researchers talked about their interactions with the 
young people.  
2. Building rapport 
The discussions surrounding building a rapport raised the issues of initiating a rapport, 
maintaining a research relationship, and how to bring a rapport to a close by articulating and 
honouring the shared expectation of what that rapport might be.  
Initiating a rapport with each individual  
One researcher discussed how she used her observation time to help the young people become 
familiar with her presence; she also observed how teachers interacted with the young people, 
looking at how they started conversations with the pupils. She then used this information to 
initiate interactions with each individual.  
So you knew that with some, you could go straight in, and with others you just needed 
that space and time. And that sort of checking 'Is that ok?', 'Do you want a few 
moments?', 'I've got something to show you'…,….I find I do an awful lot of, yes, of them 
getting used to me. It's very circular, the conversations, and then we just have a little 
pause. And that was really important. And I understand, and I'm understanding you, 
and I hope you understand me. (Interview 1, Loyd) 
The concept of feeling comfortable is an important issue with two sides: firstly, the discussion 
above (Interview 1) emphasises the importance of the child feeling comfortable and relaxed, 
and the comfort of the participant has implications for the quality and honesty of the 
communications (Kvale 2006).  Secondly, the idea of the researcher feeling at ease is also 
important, as both parties in the interview need to feel comfortable in order for the interview 
to progress productively and ethically: Interviewee 10 (Lewis) described this as a researcher 
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taking ‘time to be comfortable with the child and vice versa’ (Interview 10).  Furthermore, as 
discussed in the previous theme, this comfort has implications for addressing the concerns 
relating to power dynamics:  
This was a long-term relationship, we had with them. And they come up onto our 
campus once a year. We saw them very regularly, we made fun of ourselves in these 
meetings. It did feel different to when you're going in on a one off, and running a group 
like you do sometimes. It did feel really really different, and I think that issue of the 
power relationship, you can't achieve that in a one off, to the same extent as if you have 
got ongoing contact with them. (Interview 7, Beresford)  
The time frame of building a rapport was highlighted and discussed in all of the interviews, 
some researchers (as in the quote above) discussed how their rapport built over time with 
regular meetings and particularly meetings out of the usual research context (like trips to the 
university theatre or sports facilities). Other researchers, who were undertaking just one 
recorded consultation with the young people, still invested huge amounts of time in developing 
rapport with the young participants prior to the research encounter: 
I spent stupid amounts of time, which was probably clear from the 2010 article 
particularly, stupid amounts of time trying to ‘do empathy’, develop some sort of 
relationship, try and work out what was going to be the best way to do the research. 
(Interview 5, Preece) 
This researcher articulated that it was crucial to put effort into ensuring that both parties had a 
shared expectation of what this relationship would entail, and took on different approaches to 
build up the rapport with each individual: playing cards on the floor with one, reading a book 
about cars with another, and being introduced to a family pet by another.  He sought to initiate 
rapport by engaging with the young person in their preferred activity in an initial visit, which 
took place a week prior to the interview visit.  This researcher (Preece) mentioned that he had 
found it helpful to look to the work of feminist geographers when trying to understand empathy, 
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and what it could bring to the research encounter. Bondi (e.g. 2003; 2014), for example, has 
written about understanding and reflecting on the rapport between researchers and their 
participants, and her work illuminates what this interviewee was discussing when he mentioned 
trying to ‘do empathy’. Bondi (2003) argues that engaging with processes of empathy in 
research encounters ‘communicates (usually non-verbally and often unconsciously) respect for 
differences as well recognition of similarities, and it is this process that matters, enabling us to 
communicate (however falteringly) across differences’ (Bondi 2003, 74). Respecting and 
communicating across differences is a helpful way of conceptualising and analysing the space 
and interaction between researcher and participant, adult and child, and in some cases non-
autistic and autistic individual3.  
Damian Milton’s concept of ‘the double empathy problem’ (Milton 2012a, 2014) is important 
here; Milton (2012a) characterises empathy as bidirectional, and as a phenomenon that is as 
much a responsibility for the non-autistic interactor as the autistic interactor. He describes the 
double empathy problem as ‘a disjuncture in reciprocity between two differently disposed 
social actors which becomes more marked the wider the disjuncture in dispositional 
perceptions of the lifeworld’4 (884). Although many pieces of research directly locate the 
‘empathy problem’ with the autistic individual, Milton (2012a, 2014) along with other autistic 
researchers and authors (e.g. Sinclair 1993) conceptualise empathy as a ‘two-way street’. There 
are multiple ways that this concept of ‘double empathy’ could usefully inform research 
encounters, especially in terms of not attributing any issues relating to empathy to the autistic 
interactor, but seeing the challenge as shared. It may also be helpful for researchers to consider 
Bondi’s (2003) idea of ‘empathic communicating’ as a means to recognise and respect this 
‘disjuncture in dispositional perceptions’ (Milton 2012a): using this empathic communicating 
                                                          
3 View-seeking research conducted by autistic researchers is growing, but currently the majority of researchers who have 
worked with children with autism are non-autistic.  
4 For full definition and further explanation see Milton (2012a, 884-886).  
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as a way to help them to recognise the shared responsibility for empathy, and the need to make 
efforts (and try different approaches) to communicate across any disjunctures in a productive 
and respectful way. Such respect between researcher and participant is an ethical imperative 
(BERA 2011, 4; BPS 2014, 8), and was evident in the way the researchers talked about 
monitoring and maintaining the rapport they established with their participants.  
Maintaining rapport  
Interviewees discussed how they monitored the ongoing rapport and interaction between 
researcher and participant. Some researchers (Interviews 2, 7) discussed recruiting the help of 
teaching assistants and key workers to monitor the different communications being exchanged 
and behaviours being exhibited: 
We said to them: ‘You know this child much better than we do, and their way of showing 
us that they are no longer happy to take part might be quite idiosyncratic.  And if you 
pick up on something that I’m not picking up on, through body language or non-verbal 
communication that suggests that they’re not happy any more, then let us know and 
we’ll stop straight away’. (Interview 2, Kenny) 
Researchers also discussed being very conscious of their responsibility of monitoring and 
reacting to each individual’s moods and emotions on a day-by-day basis.  
You're constantly having to monitor everybody's moods, and yourself, and you need to 
respond to things in the moment. Somebody that was talking to you happily the day 
before about everything in their life at the time, might hate you the next day. So, your 
spider senses are going crazy really, so you have to react. (Interview 6, Ellis) 
Bondi (2003) describes how in research encounters, researchers oscillate between participation 
and observation: on the one hand they need to ‘participate’ by engaging with the participants 
and their emotions, behaviours and responses; on the other hand, they need to ‘observe’, 
metaphorically taking a step back, reflecting on how they respond to the participant, and 
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observing the rapport and monitoring its progress. This oscillation perhaps illuminates Ellis’s 
description of monitoring both her participants’ moods and herself throughout her research. 
These frank and honest discussions with the interviewees illustrate the time and effort they 
were investing in initiating, developing and monitoring a rapport with their participants. The 
discussions highlighted that maintaining and monitoring rapport was an issue of ethical 
imperative: both in terms of checking whether the participant was still assenting to be involved 
in the research, and in terms of conveying respect to their participants. This ethical imperative 
of respect was echoed in the way that researchers sought to develop an open and respectful 
dialogue with participants to support and maintain a rapport:  
We asked them:‘What's going to make taking part in this interview as pleasant as 
possible, because you're probably going to be bit nervous. You may be nervous anyway, 
so what's going to make it as pleasant as possible and what's going make it is easy for 
you to participate?’, and incredibly insightful stuff. (Interview 7, Beresford) 
This researcher went on to discuss how dialogue with these participants5  revealed the concept 
of the ‘8 Second Rule’:  the interviewer asks a question, in a simple, straightforward way and 
then waits (for eight seconds) to allow the responder to think about how they are going to 
respond. Interviewee 7 (Beresford) noted that this is sometimes counter-intuitive for qualitative 
researchers, who have often been trained to step in and put the question in a different way, or 
to try a different approach, but in fact this ‘supportive’ intervening may complicate the matter, 
and distract the interviewee from processing the first phrasing of the question.  
Individuals with autism have diverse cognitive processing speeds and styles (Grandin 2009) 
and researchers need to both recognise and respect these. Exploring the timing and speed of 
research encounters, and varying these where required, would not only allow the participant 
                                                          
5 The project discussed here was working with adults with Asperger’s Syndrome, but the ideas discussed were relevant and 
important to this study, and we discussed how these ideas may apply to younger people. 
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more time to process the question, but would also allow the researcher time to reflect on what 
they have asked, and prepare themselves to listen. This pause might allow time for researchers 
to engage in the oscillation between participation and observation that Bondi (2003) discusses; 
this may have implications for the empathic rapport that the researchers establish, and also how 
well they are able to listen: 
One of the things for me that was quite striking, was that I audio-recorded the face-to-
face interviews. And sometimes I would come out thinking 'Ok that was quite 
interesting, but I didn't get as much as I had hoped necessarily'. And then when I would 
read the transcript, there would be things that in the dialogue, I had 
overlooked….Because of the social aspects of it, I was kind of not taking on board what 
was being said to me, and reading the transcript, gave me, I needed that extra 
opportunity, if you like, in terms of my needs, I found that it was quite striking. And for 
me it was quite shocking, because I hoped that I was listening carefully, to what people 
were saying. But there was this barrier, and it was my barrier, and I think that could 
well, be the case for younger people and people with more severe communication 
difficulties, that actually there is a need for us to find a way to strip away our own 
barriers to hearing what people are trying to say to us. (Interview 9, MacLeod) 
This brings up two concerns: firstly the need for researchers to critically reflect on the ideas in 
their mind whilst preparing for the interviews, and during the interviews, in order to work out 
what barriers might be preventing them from really listening to what their participants are 
saying; and secondly, the need to develop ways to actively listen to all communications, not 
just verbal ones, and to prepare themselves to play their part in engaging with this double and 
shared empathic interaction in order to hear and express meaningful communications in the 
encounter. This discussion of the role of shared empathy and communication is revisited and 
expanded in the third findings section.  
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Feeding back to young participants and thanking them for their time 
Six researchers discussed the importance of considering how to feed-back findings to the 
young people involved in their studies:  
 I always think it is vital that you give some sort of feedback at the end…, I've seen 
situations 'Oh thank you for this information and for being really open' and then they 
vanish out of your life. (Interview 5, Preece) 
It’s very important to capture those views, and also to feed them back, and to be able 
to say to the pupils, look what you say is really important. (Interview 1, Loyd) 
Two researchers explained their rationale behind their endeavours to feedback to the 
participants, and were refreshingly honest about the way that the different routes to 
communicate feedback worked. For example, one researcher spoke about the mixed success of 
using a cartoon to help communicate their findings back to the participants: 
I think it was mixed, some of them said, they didn’t really understand anything that was 
communicated through the cartoon, and some of them did, and some of them said it was 
just a nice tool for someone in the school to sit down with them, and talk through the 
findings. (Interview 2, Kenny) 
One researcher developed a particularly innovative way of communicating her gratitude and 
developed a resource to thank her participants (Loyd 2012, Appendix 2, 140). Loyd used the 
communication techniques and images that pupils were habitually using in their particular 
school context, to develop a resource that could be both understandable and meaningful to the 
young people she worked with. Cameron and Murphey (2007), Lewis and Porter (2004), Nind 
(2009), have argued for the centrality of reciprocity in a research relationship and relate this to 
the importance of considering how to create accessible feedback. The researchers endeavoured 
to communicate to the young people that their contributions were valued and worthwhile: they 
were reflexive and critical about their own assumptions over which approaches and resources 
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might help them articulate the purpose of the research in ways that would be more accessible 
to the young people.  
The navigating of rapport needs to align with the expectations that the participants and 
researchers have about the research and the research rapport itself. The way that researchers 
initiate, maintain and bring a research relationship to a close, is interlinked with the issue of 
power differentials: it is generally the researchers or the (adult) gatekeepers who decide when 
and how a research relationship is brought to a close. Two concerns are particularly important: 
firstly, the need to establish a transparent and shared understanding of the nature and timescale 
of the research process and relationships at an early stage; and secondly, to communicate the 
value of their participants’ contribution: 
And I did say that to all my participants, I said 'Look, you are the key part, you are 
the most important part of my research, because I can't do this research without you. 
I can do it without your parents and your teachers, but I can't do it without you. So, 
you are therefore the most important part of it'. And to try and make them feel as if 
they were the most valuable bit, because they were. (Interview 11, Anonymous) 
This quote is one illustration of the respectful interactions and the sensitive reflections that the 
researchers reported engaging in with participants. Central to navigating and monitoring this 
rapport was the way that the researchers communicated with, and responded to, their 
participants, and how they sought to make the process meaningful for the young people. The 
dilemmas, approaches and techniques that the researchers discussed relating to communication, 
and to making research procedures and outputs meaningful, are the final two themes discussed.  
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3. Diverse and flexible approaches to support 
communication 
Researchers discussed, how and why they used diverse approaches to support communication, 
and their rationale behind using flexible methods. Eight researchers highlighted the diverse 
ways that the young people they had worked with communicated:  
I had some who used language quite fluently, others who might have had a few words, 
others who didn't use language to communicate. So I needed to develop an approach 
that I could use with all 10 pupils involved….you want to be able to give everyone the 
opportunity to communicate. (Interview 1, Loyd) 
In response to the diverse communication preferences of their participants, researchers 
discussed using different approaches to give their participants options:  
Having structured interviews with photographs and with video, it meant that every 
single question I asked, every pupil could engage with in some way. ….  So the style of 
each interview was, in a way, slightly different because I had different pupils, who 
communicated in different ways. (Interview 1, Loyd) 
They didn't all write, some drew pictures, some told to the support worker what they 
wanted them to write, and then they stuck them all up on the wall so they could see, and 
get a running record of what they were saying….if they wanted to draw on it for their 
next bit, it was on the wall in front of them. (Interview 2, Kenny) 
Visual stimuli have been suggested as helpful to support young people with autism in interview 
situations, acting as a concrete way to structure the interview interactions making them become 
more accessible and manageable to the young people (Shepherd 2015), and also often acting 
as an aide-memoire (Preece & Jordan 2010). However, choosing and preparing visual stimuli 
is not straight forward, as researchers emphasised that the stimuli were more effective if they 
related to the young people’s own world (i.e. a picture of their school rather than just a school) 
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(Interview 2, 4, 5, 7), and it was also useful if the children had taken the pictures themselves 
(Interview 6, 7), or if the young person could move or manipulate the stimuli in some way 
(Interview 2, 5).  
Four researchers (1, 2, 7, 12) also discussed how having visual stimuli, or a piece of technology 
(such as a laptop) also provided a shared point of focus, so the young people were able to 
communicate without having to worry about eye contact or direct face-to-face interaction:  
So we were sitting side-by-side, we had the computer as our kind of mediator if you 
like, between us, so rather than facing each other and dealing directly with each other, 
we could partly do it through the computer6, which I actually think was very helpful. 
(Interview 12, Stewart) 
Research exploring how technology and the internet could transform research relationships 
with autistic populations emphasise that technology may alleviate somewhat the discomfort of 
talking to someone face-to-face (Brosnan & Gavin 2015). It can also offer a different and more 
flexible pace of communication (Benford & Standon 2009), as well as opportunities for 
permanent text, pictures or video, which participants and researchers can revisit to aid 
communication, collaboration, and understanding of abstract topics (Guldberg, Parsons, 
Porayska-Pomsta, & Keay-Bright 2017; Parsons 2015; Parsons, Yuill, Brosnan, & Good 2017).  
The concern, that interviewing face-to-face might be uncomfortable or anxiety-provoking, also 
influenced the researchers’ choice of methods:   
We recognised that for some young people, given the choice, they would prefer not to 
[be interviewed], because it might be anxiety-provoking, or they just might not want to 
talk about it face-to-face. So, actually the principal flexibility we had was then to say 
well actually if you could complete a diary…. With the diary then the choice of 
dictaphone, or pen and paper, or on the computer. (Interview 3, Humphrey) 
                                                          
6 This researcher discussed using a computer programme ‘In My Shoes’ to facilitate and mediate (see details of 
the programme in Fängström et al. 2016).  
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This returns to the issue of rapport, particularly the concern of making the young person feel 
comfortable and minimising anxiety-provoking features of the context or encounter. Different 
ways of processing the emotional and sensory features of an environment are likely to 
contribute to the high-levels of anxiety experienced by young people with autism (White, 
Oswald, Ollendick, & Scahill 2009; South & Rodgers 2017). In these examples, the researchers 
sought to create various communication channels for the young people to express their ideas, 
and sought to integrate flexibility and choice into the research processes to suit the preferences 
of their participants. The resultant data set that they collected inevitably then often incorporated 
different media (audio recordings, collage posters, photographs, videos). This could bring 
complexity and methodological challenges to data analysis. However, the researchers 
explained that the diverse media in their data set reflected the diverse channels of self-
expression that suited their participants, and so this diversity was a necessary layer of 
complexity. They discussed the importance of allowing young people to express themselves 
authentically and in a way that suited their own communication preferences: 
So it was very much about trying to facilitate them expressing themselves, as they 
wanted to authentically express themselves, rather than me imposing on them some idea 
of what I wanted from them. And that's the whole basis of the methodological 
underpinning of my study, it's very much about really acknowledging where you impose 
your perspective on to the people that you are studying and how you try to avoid that. 
(Interview 12, Stewart) 
All researchers cautioned against imposing their adult assumptions about how the young people 
may want to communicate (hence the importance of flexibility and multiple methods), and also 
about how they then interpreted the young people’s communications (again a concern of power 
dynamics). Often when authors write about communicating with children and young people 
with autism, the focus immediately shifts to discussions of the ‘Triad of Impairment’ (Wing 
1989) and the associated difficulties of social communication. Whilst it is important to 
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recognise, address, and prepare support for any difficulties or barriers that may arise, it can be 
argued that in order to move the discussion forward, and not perpetuate deficit-discourses, it is 
more productive to focus on the communication of both sides of the research encounter, and 
particularly the communication skills of the researcher. The researchers demonstrated how they 
used their professional expertise to understand the communication partnership and adjust their 
methods of communication to fit the preferences of the participant. 
It is not that the difficulty in communication lies with them, it lies with you as well. You 
both can't find a way to communicate with each other, and so I guess if there's fault, 
and I use that lightly, it lies with both parties, but if anything the researcher needs to 
bridge that, is responsible for bridging that. (Interview 6, Ellis) 
This researcher explained that she had found Nind’s work on communication particularly 
influential (e.g. Nind 1999, 2009, 2016). Nind outlines a particularly helpful conceptualisation 
of communication: ‘The transactional process of developing communications requires the 
active participation of both “actors” in an attempt to develop and extend the existing sense of 
reciprocity’ (Nind & Powell 2000, 100). This recognition  of communication as a shared 
responsibility, resonates with Milton’s concept of ‘double empathy’ (Milton 2012a) as there is 
a significant shift from locating the ‘problem’ of communication or empathy within the 
individual with autism, to conceptualising it as a challenge that both parties in the interaction 
need to engage with.  Milton (2012b) argues:  
The social subtext of a situation is never a given, but actively constructed in the 
interactions people have with one another. From this point of view, it is illogical to talk 
of an individual having a ‘social’ deficit of some sort. Rather, that in the case of when 
autistic people and those not on the autism spectrum attempt to interact, it is both that 
have a problem in terms of empathising with each other. (10) 
Thus, it is helpful to see both communication and empathy as a shared interaction; but, as 
emphasised by Interview 6, the researcher is responsible for bridging any gaps that may appear. 
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This resonates with current research into childhood experiences more broadly, where it is 
argued that there is a need ‘to identify the responsibility for effective communication lying 
with the researcher and not research participants’ (Tisdall 2012, 188). It was interesting in the 
interviews that the researchers were able to recognise a potential difficulty, but shift the focus 
and thinking to how they respond:  
What are these enabling features, that can help those who might not interact fluently 
with each other, who might find thinking flexibly really difficult? Well actually we need 
to, we can provide context that enable those. (Interview 1, Loyd) 
By shifting the focus onto both the interaction context, and the actions of the researcher, the 
quality of the interactions and communication, then becomes dependent on the creativity and 
thinking of the researcher; this ‘expansive vision’ (Nind & Vinha 2014) is necessary in order 
to move practice and discussions about research quality and ethics forward. And, as explored 
earlier, there is a need for reflexivity about any presumptions the researcher may have about 
how these gaps may be bridged, seeking to inform decisions through interactions with each 
individual, rather than relying on predetermined (adult) assumptions.  
4. Meaningful research processes and outputs 
It is not only an ethical imperative to consider how research participants experience the 
research process, but also how they may receive, and be represented in, research outputs. 
Furthermore, it is important to consider how the wider autistic community may receive this 
information, and the kind of messages the research communicates about autism and the 
experiences of autistic individuals. One researcher discussed how she wrote her research 
outputs mindful of how her participants would read this dissemination:  
I found that it was very easy for me to slip into deficit, medical, styles of language. It 
was a process of doing the analysis, and then revisiting what I had written in their eyes, 
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and then trying to rewrite that…. thinking of them as my audience, I still said the things 
I intended to say, but I said them in a very different way. (Interview 9, MacLeod) 
Milton (2014) has emphasised that research outputs, and the interpretations within them, are 
often hard to access and alienating to the autistic community. He expanded on this concern in 
the interview:  
It is a difficult one to explain, in a way it is a big problem. I mean a friend of mine 
called it ‘fishbowling’, is one term that she used for it, you’re being analysed and 
interpreted by other people, and from particular frameworks. It’s especially if someone 
has been trained to view things in a particular way, using a particular narrative, and 
frames that person in a particular way. That can be quite problematic because the 
philosophy and the narrative has been decided before the interpretation. (Interview 8, 
Milton)   
The concept of ‘fishbowling’ (Milton & Moon 2012) is expanded on by Moon (a 
neurodivergent activist) using the discourse of ‘the gaze’ in art to frame the power dynamics 
and relations involved in research encounters and to reject the scientific gaze that often leads 
to a conceptualisation of autism as pathology (as discussed in Greenstein 2014).  
Milton also discussed this problematic issue of interpretation and expanded on how it could be 
addressed by researchers: 
 You can’t really remove the interpreter, the researcher, from the research, but clear 
positionality, and being open about it, and having more than one person looking at the 
data. And not necessarily having to find some kind of reliable consensus about it, because 
I find that a bit unnatural. Because people using the same method qualitatively will come 
up with different things, and different things they are reading from it. And I think if people 
are clear with the process they have gone through, then at least we know where they are 
coming from.….I think everything is always going to be written by that perspective of the 
author, but then involving autistic people as authors and in the interpretation of the data. 
(Interview 8, Milton) 
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His emphasis on involving autistic individuals as authors, co-researchers and interpreters is 
important; there is a growing body of research led by autistic scholars (e.g. Arnold 2010; 
Chown 2014; Milton 2014; Robertson 2009; Yergeau 2009), and a number of studies have 
involved collaboration between autistic and non-autistic academics (e.g. Mottron et al. 2006; 
Murray, Lesser, & Lawson 2005). There is detailed discussion of how autistic students in 
higher education can be involved in the process of data analysis, interpretation and 
dissemination (MacLeod, Lewis & Robertson 2013; Vincent et al. 2017). However, there is 
comparatively less literature exploring how younger children with autism might be able to 
participate more fully in the research process. The drive to involve young people with autism 
as co-researchers in this field is still in its infancy: one researcher had worked on a project 
where a panel of children with life-long conditions (including autism) and disabilities had 
contributed meaningfully at various stages of the research project, helping the team come up 
with new research techniques and giving feedback on research materials:  
 We showed them the questions and things that we had, and a lot of them were pointing 
out, ‘Well I don't know what that question means’, or ‘There are two possible meanings 
to that question, which one do you mean?’, or ‘There are too many questions here’, and 
things like that. (Interview 2, Kenny)    
However, this researcher emphasised that the time and resource needed for meaningful 
collaboration was great, and that this project was constrained particularly in terms of available 
time; nonetheless, the team had carefully considered how this process might work in future 
projects: 
We would have liked to have had a young research group, who weren’t involved in 
contributing data, so who were just involved in the design aspect, and the interpreting 
findings aspect, without feeling the need to contribute data to what they have designed 
themselves…we would have liked to develop a bit more, to go back and almost show them,  
slightly more raw data, less interpreted data, so that they could come up with the 
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interpretations,….’What do you think this means?’, and kind of getting them to interpret it 
a little more, and then us kind of see does that agree with the way we had interpreted 
it…. ..to see ‘Did it change our minds?’ or ‘Did it influence?’, to really show people the 
value of going and getting some help with the interpretation from the people who are more 
embedded in that kind of experience. (Interview 2, Kenny) 
Involving young people with autism in meaningful research collaborations is both highly 
valuable and complex: each element of the research needs to proceed with respect for, and 
consideration of, the young people, taking into account not only the rigour and value of the 
research, but also considering how the process can be made enjoyable and worthwhile for the 
young people themselves. Recent initiatives in this field (e.g. The Participatory Autism 
Research Collective7; and the seminars organised by the Centre for Research and Autism and 
Education8) are developing important approaches to promote participation and engagement of 
autistic individuals in research and are beginning to pave the way to the greater involvement 
of young people in the research process; this has particularly come into fruition in a recent 
project on young people with autism’s experience of mental health9. We need to explore how 
we can respectfully and ethically prepare for and navigate dilemmas that arise, and reflect on 
which examples or pieces of advice may be illuminative and helpful to other researchers 
embarking on research or experiencing similar dilemmas. 
  
                                                          
7 https://participatoryautismresearch.wordpress.com/ 
8 http://www.shapingautismresearch.co.uk/tagged/participation; 
9 https://www.ambitiousaboutautism.org.uk/the-research  
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Concluding discussions 
This research aimed to explore the opportunities and dilemmas experienced by researchers 
listening to the views of young people with autism, and the techniques and approaches which 
they employed to make this process more meaningful. The four themes present evidence and 
discussions that speak to both of the research questions10: the researchers did not pause at just 
problematising the dilemmas they encountered, but explained the techniques and approaches 
that they adopted in response to any challenges. They also viewed dilemmas as chances to seek 
and cultivate opportunities to make the research more meaningful for both parties.  It was 
evident that the effort, preparations and thought that the researchers put into making the 
research process meaningful for the young people they worked with is more complex than that 
which is generally reported in the literature. 
The researchers discussed a range of dilemmas and opportunities, relating to power 
differentials, establishing and monitoring research rapport, the complexities of communicating 
across differences, and making processes and outputs meaningful. In relation to the second 
research question, a variety of techniques and approaches were highlighted, some attitudinal 
and some practical. Again, these were evident across all four themes, and included approaches 
to conceiving of autism, such as rejecting deficit-thinking about ability, and the creation of 
methods that offered multiple opportunities and modes for self-expression, in order to allow 
the power of choice and expression to lie somewhat more with the young person. There were 
also practical suggestions relating to negotiations of consent, and how to initiate and monitor 
                                                          
10 RQ1: What are the opportunities or dilemmas that have arisen when researchers listen to the views of young 
people with autism 
RQ2: What are the techniques or approaches that help researchers elicit views in ways that aim to be 
meaningful for both the researcher and the young person? 
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rapport.  Researchers sought the advice of autistic adults, young people, and practitioners; they 
allowed the advice and ideas from these groups to inform and develop their methodologies.  
These strategies were more than a simplistic ‘toolkit’ to be adopted wholesale by researchers 
working in the field; underpinning these were a thread of core principles: avoiding assumptions 
about the young person’s capabilities or preferences; being unwaveringly respectful, and 
communicating that respect at every stage of the research; and actively finding out, listening to 
and preparing for individual communication preferences. It is in the detail of the discussions 
that the value of this study lies; if we wish to make meaningful progress in the way we seek 
and listen to the views of young people with autism, then we need to engage with the 
methodological and ethical complexities that can and do occur in research in this field.  
At the end of the interview, the researchers were invited to add any further points that they 
thought would be helpful to share with the research community. Two researchers highlighted 
an issue that we feel is particularly important to share at this point, as they summarise and 
capture an important concept that sets a helpful premise for future view-seeking research:  
For me the two big things that have come out, that I think have this broader relevance, 
are to presume competence, and try not to make assumptions. (Interview 9, MacLeod) 
 
I think there's something really powerful in assuming that they are more than capable 
of articulating their experience. (Interview 3, Humphrey)   
Very often in research and practice, young people are not given opportunities to express their 
opinions and experience; this concept of making no assumptions, other than that the young 
people are more than capable of expressing their experience, is key to building the young 
people’s confidence, and key to emphasising why their participation in view-seeking research 
is so valuable. Milton, Mills, and Pellicano (2012) argue:  
We believe that human dignity requires us to make every effort to access the views and 
perspectives of autistic people. The absence of any sustained attempt to represent the 
views of autistic individuals themselves reflects a paternalistic approach to the ethics 
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of care and threatens further to disempower those already frequently overlooked in key 
decision-making processes that shape their lives (2650).  
It is important to emphasise that this process of accessing the views and perspectives of children 
and young people with autism is complex, worthwhile and possible. The study draws on 
reflections about research processes from the researchers’ perspective, but it would be valuable 
to hear young participants’ perspectives on the issues of power dynamics, research rapport, 
communication and making research meaningful. Further investigation into ways to involve 
and empower young people with autism in all stages of research will be invaluable in aiding 
the development of meaningful research encounters in the future. This study is inevitably 
limited in that each discussion relates to interactions with specific young individuals in 
particular contexts; however, it is hoped that other researchers can use the ideas presented here 
to interrogate and develop their own practice, and consider how these issues and opportunities 
may manifest themselves in their own particular settings, and within their own research 
interactions.  
The discussions felt honest and frank, with the researchers happy to admit when they had 
misjudged a situation or designed something that did not work, at times reflecting on their own 
resultant development as researchers. Nind and Vinha (2014) discuss how researchers need to 
share ideas, and learn from their own experiences and from one another, in order to better 
understand ‘quality’ in research, and to allow that quality to flourish. In sharing these 
reflections and the lessons learnt, it is hoped that this article contributes to and extends our 
understanding of the complex methodological and ethical issues that have been encountered by 
researchers seeking the views of young people and children with autism, and the ways in which 
we can improve the process of seeking and listening to young people’s views. This article also 
aimed to move discussions forward by illustrating the way that researchers found respectful 
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ways of talking about difference, and worked with children and adolescents to develop research 
approaches that supported, recognised and celebrated the diversity of these young people.   
Acknowledgement: The value of this article and the insights generated are indebted to the 
researchers’ openness and willingness to share and reflect on their experiences. 
Disclosure statement: The authors report no conflicts of interest.  
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Endnote on terminology 
i The use of terminology in this article  
This article uses person-first and identity-first language. Important works have been written 
explaining the rationale behind identity-first language (e.g. Bagatell 2010; Sinclair 2013); and 
research has been conducted into which terms are preferred among autistic individuals, their 
families, policy documents and practitioners (Kenny et al. 2015).  The majority of the 
researchers interviewed in this study used person-first language in their publications about their 
research with young people, therefore this article uses person-first language (children with 
autism) when referring to children and young people, to align with the language used by the 
researchers in interviews and in their publications. Identity-first language is used when 
referring to adults in recognition of the stated preferences of the autistic researchers whose 
work is discussed. The term ‘children’ is used to refer to young people under the age of 18, as 
defined by the United Nations Convention on the Rights of the Child (UNCRC 1989). I 
recognise this definition is extremely broad and covers a heterogeneous group of individuals, 
with diverse experiences, skills and aspirations; however, it is helpful to use this term in a way 
that recognises the individuality of each young person, but also that highlights the shared 
phenomenon among these individuals that they are likely to experience power differentials in 
their interactions with adults in most contexts and societies (Morrow & Richards 1996; Punch 
2002).  
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Table 1: Researchers interviewed in this study 
Interview Key publications relevant to interview discussions  
Interview 1 
Dr Daisy Loyd 
Loyd, D. (2012). Obtaining consent from young people with autism to participate in 
research.  
Loyd, D. (2015). Gaining views from pupils with autism about their participation in 
drama classes. 
Interview 2 
Lorcan Kenny 
  
Hill, V., Pellicano, E., Croydon, A., Greathead, S., Kenny, L., & Yates, R. (2016). 
Research methods for children with multiple needs: Developing techniques to facilitate 
all children and young people to have ‘a voice’.  
Greathead, S., Yates, R., Hill, V., Kenny, L., Croydon, A., & Pellicano, E. (2016). 
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